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Message  from  the  Minister 


The  Premier's  Commission  on  Future  Health  Care  recommended  in  the  Rainbow  Report:  Our 
Vision  for  Health,  in  1989,  that  the  Government  of  Alberta  introduce  legislation  for  enduring  power 
of  attorney  regarding  financial  and  other  matters,  and  for  advance  directives,  also  referred  to  as 
"living  wills",  regarding  health  and  related  personal  care  matters.  In  1991,  the  Alberta  government 
passed  the  Powers  of  Attorney  Act. 

I  am  now  pleased  to  present  a  public  consultation  paper  on  the  proposed  Alberta  advance 
directives  legislation.  This  paper  identifies  key  issues  in  the  proposed  legislation  and  seeks  your 
views  on  the  best  ways  to  address  them.  Four  government  departments,  Health,  Family  and  Social 
Services,  Community  Development,  and  Justice  have  been  involved  in  examining  the  issues  raised 
by  advance  directives.  There  has  also  been  some  consultation  with  health  stakeholder  groups,  by  the 
Alberta  Law  Reform  Institute  and  the  Health  Law  Institute  as  part  of  their  extensive  examination 
of  advance  directives;  the  two  institutes  have  also  proposed  draft  legislation  for  advance  directives. 

We  are  now  seeking  your  comments  on  the  key  issues  raised  by  advance  directives.  Your 
views  are  essential  to  ensuring  the  most  appropriate  advance  directives  legislation  is  passed.  I  hope 
you  will  consider  the  questions  posed  in  this  paper  and  discuss  them  with  your  family  and  friends. 

Please  send  your  comments  to  me: 

Shirley  McClellan 
Minister  of  Health 
127  Legislature  Building 
10800  97  Avenue 
Edmonton,  Alberta,  T5K  2B6 

by  December  31,  1994  so  that  we  can  re-introduce  the  legislation  in  a  timely  manner. 

If  you  require  additional  copies  of  or  have  questions  about  the  consultation  paper,  please 
contact: 

Health  Policy  Development  Branch 
Alberta  Health 

24th  floor,  10025  Jasper  Avenue 
Edmonton,  Alberta,  T5J  2P4 
Telephone:  427-8890 
Fax:  427-2511 

If  you  are  calling  long  distance  you  can  use  the  RITE  Line  to  call  toll-free.  You  will  find 
the  RITE  number  in  your  telephone  book  under  Government  of  Alberta. 

Your  contribution  will  help  to  ensure  that  legislation  to  support  advance  directives  meets  the 
needs  of  Albertans. 


Yours  sincerely, 


Shirley  McClellan 
Minister  of  Health 


Introduction  of 
new  legislation 


Purpose  of  the 
legislation 


All  of  us  are  faced  with  daily  decisions  about 
what  to  eat,  where  to  live,  what  to  do  if  we  get  sick, 
and  many  other  decisions  about  our  own  health  and 
related  personal  care.  But  what  happens  when  we  can 
no  longer  make  these  decisions  for  ourselves?  This  is 
not  a  question  many  of  us  want  to  ask  -  let  alone 
answer.  But  planning  for  this  possibility  may  be  one  of 
the  most  important  things  we  can  do  for  ourselves  and 
our  families.  The  Government  of  Alberta  is  proposing 
new  legislation  that  will  support  Albertans  in  planning 
for  a  possible  future  where  the  individual  cannot  make 
his  or  her  own  decisions. 

This  new  legislation  will  increase  the  autonomy 
and  self-determination  of  individual  Albertans  who 
want  to  take  greater  control  of  decisions  affecting  their 
future  health  and  related  personal  care,  should  the  time 
ever  come  when  they  are  not  capable  of  making  those 
decisions  themselves.  The  proposed  Advance  Directives 
Act  will  allow  individuals  to  direct  the  decisions  that 
will  need  to  be  made  about  their  own  health  and 
related  personal  care  in  advance  of  the  time  that  those 
decisions  are  required.  This  act  will  do  three  main 
things: 

•  Recognize  the  right  of  individuals  to  make  an 
informed  choice  about  health  and  related 
personal  care  now  and  in  the  future. 

•  Make  "living  wills"  legally  binding 

•  Protect  those  who  are  mentally  incapable  of 
making  their  own  decisions  by  ensuring  that 
someone  else  can  be  named  to  make  decisions 
on  behalf  of  the  mentally  incapable  individual. 


People  who  may  want  to  take  advantage  of  this 
new  ability  to  decide  what  kind  of  health  and  related 
personal  care  they  want  during  a  possible  future  period 
of  incapacity  could  include: 

•      An  individual  diagnosed  with  a  terminal  illness 


An  individual  with  a  progressive  dementia,  like 
Alzheimer's 


•  An  individual  about  to  undergo  complex  surgery 

•  An  individual  with  a  recurring  condition,  such 
as  certain  types  of  mental  disorders,  which 
leaves  them  incapable  of  giving  an  informed 
consent  for  treatment  at  certain  times 


•  An  individual  who  wants  to  make  sure  that,  in 
the  event  of  a  serious  accident,  the  necessary 
health  and  related  personal  care  decisions  reflect 
their  wishes 

•  An  individual  with  strong  convictions  regarding 
treatments  that  are  not  desired  under  any 
circumstances,  such  as  blood  transfusions 

•  Any  individual  who  wants  to  plan  for  a  possible 
future  incapacity 


What  the 
legislation  will  not 
do 


The  proposed  legislation  is  designed  to  be 
enabling  and  supportive  of  individual  responsibility  for 
one's  own  health  and  related  personal  care. 
Understanding  what  the  legislation  will  NOT  do  is  also 
important. 

•  It  is  not  a  step  toward  "right-to-die"  legislation 

•  It  does  not  support  euthanasia 

•  It   does   not   support   requests   for  illegal 
procedures,  such  as  a  lethal  injection 

For  these  reasons  and  others,  it  may  not  always 
be  possible  to  carry  out  an  individual's  wishes  about 
future  health  and  related  personal  care.  For  example, 
a  desire  to  have  a  certain  procedure,  such  as  a  heart- 
lung  transplant,  would  not  bind  a  health  practitioner  to 
propose  such  treatment.  Similarly,  any  decision  which 
required  the  agreement  of  another  person,  such  as  a 
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desire  to  live  only  with  one's  daughter,  may  not  be 
possible. 


Consultation  with 
Albertans 


The  current  Alberta  Powers  of  Attorney  Act 
allows  you  to  name  someone  to  take  care  of  your 
financial  affairs  if  you  become  mentally  incapable  of 
making  your  own  financial  decisions.  The  Government 
of  Alberta  is  planning  to  introduce  legislation  in  the 
spring  of  1995  to  make  sure  that  you  will  also  be  able 
to  name  someone  to  make  decisions  about  your  health 
and  related  personal  care  or  to  write  down  instructions 
for  such  decisions  if  you  become  unable  to  make  these 
important  choices  for  yourself. 

The  government  wants  to  know  what  you  think 
about  the  various  parts  of  this  proposed  new  law.  Since 
1991,  there  has  been  a  lot  of  discussion  with  doctors, 
lawyers,  government  officials,  and  other  professional 
people  who  work  in  the  health  and  related  personal 
care  field.  Many  groups  and  organizations  have  also 
been  consulted. 

In  1993,  the  Alberta  Law  Reform  Institute  and 
the  Health  Law  Institute  proposed  draft  legislation 
which  was  one  of  the  starting  points  for  the 
government  in  considering  what  might  be  included  in 
the  new  legislation.  Some  other  provinces,  including 
British  Columbia,  Manitoba,  Ontario,  Nova  Scotia,  and 
New  Brunswick,  have  been  consulted  and  some  are 
now  preparing  or  implementing  legislation  to  ensure 
that  individuals  can  name  another  person  to  make 
health  and  related  personal  care  decisions  for  them  if 
they  should  become  mentally  incapable.  Now,  it  is 
time  to  find  out  what  type  of  legislation  Albertans 
want. 

This  document  is  designed  to  explain  the  key 
issues  involved  in  developing  this  legislation  and  to 
help  you  in  making  up  your  mind  on  some  of  the 
important  issues.  Response  sheets  are  provided  at  the 
end  of  this  booklet  for  you  to  use  to  answer  some  of 
the  questions  contained  in  this  document.  You  may 
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want  to  write  to  the  Minister  of  Health  with  a  more 
complete  response  to  the  issues  identified  here.  Broad 
discussion  of  the  concepts  with  your  family  and  friends 
will  help  you  to  decide  what  the  best  options  might  be. 
Your  views  are  important  in  ensuring  that  this 
proposed  new  legislation  best  meets  the  needs  of  all 
Albertans. 


Reason  for  the 
legislation 


Many  Albertans  expect  that  close  relatives  will 
have  the  right  to  make  health  and  related  personal  care 
decisions  for  them  if  they  can't  make  these  decisions 
for  themselves.  This  is  not  the  case  in  Alberta. 
Relatives,  such  as  wives  or  husbands,  or  adult  children 
actually  have  no  real  authority  to  tell  a  doctor  or  other 
health  care  practitioner  what  treatment  to  perform  or 
not  to  perform.  Although  doctors  usually  ask  the 
closest  relative  to  consent  to  medical  treatment,  the 
doctor  is  under  no  requirement  to  follow  that  decision, 
but  can  follow  their  own  clinical  judgement  instead. 

Even  doctors  are  at  risk  in  making  these 
decisions  for  someone  else.  Doctors  sometimes  have  to 
walk  a  fine  line  between  being  accused  of  malpractice 
if  they  treat  a  patient  in  a  way  inconsistent  with  that 
person's  wishes  or  with  the  family's  wishes,  and  being 
sued  for  negligence  for  not  providing  treatment  at  all. 
In  cases  of  emergency,  doctors  are  supported  by  the 
current  common  law  to  do  everything  possible  to  save 
a  person's  life,  even  if  that  is  not  what  the  person 
would  have  chosen  if  they  had  been  able  to  make  the 
decision. 

Many  people  want  to  have  control  over  critical 
decisions  that  may  be  made  about  them  if  they  become 
mentally  incapable  of  making  those  decisions 
themselves. 


Do  you  agree  that  your  control  over  health  and 
related  personal  care  decisions  affecting  you 
should  be  strengthened  by  passing  new  legislation? 


Components  of  the 
legislation 


There  are  three  major  components  to  the 
proposed  legislation: 

•  Individuals  will  be  able  to  write  down 
instructions  for  medical  treatment  and  other 
health-related  personal  care  for  the  future  if  they 
become  incapacitated.  These  written  documents 
are  called  "advance  directives"  or  "living  wills" . 

•  Individuals  will  be  able  to  name  someone  else, 
called  a  proxy,  to  make  health  and  related 
personal  care  decisions  for  them  if  they  are 
unable  to  make  those  decisions  themselves. 


•  If  an  individual  has  not  written  down  any 
instructions,  and  has  not  named  someone  else  to 
make  decisions  for  them,  then  the  proposed  law 
would  require  that  the  individual's  closest 
available  family  member  be  asked  by  the  doctor 
if  they  are  willing  to  make  health  and  related 
personal  care  decisions  for  the  individual. 

Appointing  a  proxy  helps  to  make  sure  that  if 
your  instructions  are  not  clear,  or  if  you  haven't 
considered  every  possible  circumstance  or  treatment 
option,  your  proxy  can  interpret  your  written 
instructions  and  make  the  decision  that  you  would  have 
made  for  the  doctor  or  other  health  care  practitioner. 

If  you  haven't  named  a  proxy,  and  a  decision 
must  be  made  about  your  medical  treatment  or  other 
health-related  personal  care,  the  list  of  family  members 
would  help  the  health  care  practitioner  locate  your 
closest  relative  to  make  the  decision  for  you  to  ensure 
that  your  wishes  are  followed. 

Do  you  think  that  all  three  components  should 
be  included  in  the  new  legislation? 
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Principles 


This  new  legislation  will  be  based  on  a  number 
of  underlying  principles.  Any  new  process  for  making 
decisions  now  about  your  own  care  in  the  future  should 
have  the  following  features: 


Equal  Access  Any  Albertan  who  is  able  to  make 
decisions  about  his  or  her  health  or 
related  personal  care  today  should 
have  the  right  to  give  instructions 
about  what  decisions  will  be  made 
in  the  future. 


Safety 


Once  an  individual  can  no  longer 
make  decisions,  that  individual 
should  be  protected  from  the 
possibility  that  decisions  will  be 
made  that  are  different  from  what 
the  person  would  have  wanted. 


Simplicity  An  individual  should  be  able  to 

complete  all  the  steps  required  to 
give  instructions  about  future  care 
without  having  to  get  help  from  a 
lawyer  or  go  to  court. 


Flexibility  An  individual  should  be  able  to  give 

instructions  about  any  health  or 
related  personal  care  matter  that  is 
important  to  him  or  her  and  is 
within  the  law,  in  any  form  desired, 
no  matter  how  ill-advised  those 
instructions  may  seem  to  someone 
else. 


Ownership  Any  future  instructions  made  by  an 
individual  cannot  be  changed  or 
cancelled  by  anyone  else  without 
the  permission  of  the  person  who 
made  those  future  instructions  in  the 
first  place. 


Unrestricted  An  individual  should  be  able  to 
name  someone  else  to  make  health 
and  related  personal  care  decisions 
on  his  behalf  in  the  future,  without 
any  restrictions  being  placed  on 
who  can  be  chosen,  as  long  as  the 
chosen  person  agrees  to  make  the 
necessary  decisions  and  has  the 
mental  capacity  to  make  those 
decisions. 

Clear  Authority  It  must  be  clear  at  all  times  who  is 
responsible  for  making  health  and 
related  personal  care  decisions  on 
behalf  of  an  individual  who  cannot 
make  these  decisions  for  himself  or 
herself. 

Protection  Anyone  who  is  making  health  and 

related  personal  care  decisions  for 
another  person  on  the  basis  that 
those  decisions  are  what  the  other 
person  would  have  wanted,  or  any 
health  care  practitioner  who  is 
carrying  out  the  instructions  of  a 
proxy  or  in  an  advance  directive 
according  to  approved  standards  of 
practice,  should  be  protected  from 
liability. 

Do  you  agree  with  these  principles? 
Should  other  principles  be  added? 


Scope  of  decisions 


Alberta  already  has  legislation  that  allows 
individuals  to  give  instructions  about  future  financial 
decisions,  or  to  appoint  someone  to  make  financial 
decisions  on  their  behalf,  called  the  Powers  of  Attorney 
Act.  In  addition,  for  adults  who  are  not  able  to  make 
decisions  on  their  own,  such  as  some  persons  with 
developmental  disabilities  or  some  persons  with 
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Alzheimer's  disease,  the  Dependent  Adults  Act  allows 
the  courts  to  appoint  a  guardian  who  will  make 
decisions  for  that  person.  However,  legislation  and  the 
common  law  are  not  clear  regarding  decision  making 
authority  in  circumstances  where  mentally  capable 
adults  become  suddenly,  or  temporarily,  incapable  of 
making  health  care  decisions  on  their  own.  For  an 
individual  who  wants  to  plan  for  a  possible  future 
period  of  incapacity,  there  are  three  areas  where  that 
individual  might  want  to  give  future  instructions  or 
name  someone  to  make  decisions  on  their  behalf. 

•  Decisions  about  health  care  only,  which  would 
include  consent  to  or  refusal  of  any  treatment 
options  suggested  by  a  health  care  practitioner. 
Of  course,  this  would  exclude  treatment  options 
which  are  not  available  in  Alberta  or  not  legal, 
such  as  assisted  suicide. 

•  Decisions  about  health  and  related  personal 
care,  which  could  include  decisions  about  where 
to  live,  such  as  transfer  from  a  hospital  to  a 
long-term  care  centre,  or  matters  of  personal 
hygiene  or  diet  which  are  directly  related  to 
health  and  health  care. 

•  Decisions  about  health  care,  related  personal 
care  and  all  other  personal  care  not  related  to 
health,  such  as  deciding  how  the  indivudal 
dresses,  what  movies  he  may  see,  etc. 

In  order  to  support  individual  flexibility  in 
planning  for  future  health  care  decisions,  the 
government  is  proposing  to  include  health  and  directly 
related  personal  care  decisions  in  the  new  legislation. 

What  decisions  do  you  think  should  be  included? 


Eligibility  to  make 
an  advance 
directive 


Mental  incapacity 


Anyone  who  has  the  capacity  to  make  a  health 
care  decision  is  assumed  to  be  capable  of  making  an 
advance  directive  and/or  naming  someone  else  to  make 
decisions  on  their  behalf.  The  government  is  proposing 
that  all  adult  Albertans  be  assumed  to  have  this 
capability,  without  having  to  demonstrate  proof  of 
mental  capacity,  unless  it  has  already  been  shown 
otherwise  (for  example,  persons  currently  under 
guardianship  under  the  Dependent  Adults  Act). 

But,  in  some  cases  it  may  be  necessary  to 
determine  whether  a  person  does  have  the  mental 
capacity  to  make  a  health  care  decision.  The 
government  is  proposing  that  the  new  legislation  define 
"capacity"  as  the  ability  to  understand  information  that 
is  relevant  to  making  a  health  care  decision  and  to 
appreciate  the  reasonably  foreseeable  consequences  of 
the  decision  or  not  making  the  decision.  But,  mental 
capacity  is  not  an  "all  or  nothing"  concept.  A  person 
may  be  perfectly  able  to  make  daily  decisions  about 
what  to  wear,  or  what  to  eat,  but  not  have  the  capacity 
to  make  a  complicated  health  care  decision.  Similarly, 
a  person  may  have  capacity  at  some  times  but  not  at 
others.  Incapacity  can  be  a  temporary  or  permanent 
condition. 

It  is  important  that  individuals  who  have  the 
capacity  to  make  decisions  in  some  areas  or  at  some 
times  be  supported  in  making  those  decisions.  Having 
a  proxy  with  the  authority  to  make  decisions  does  not 
necessarily  mean  that  all  health  and  related  personal 
care  decisions  should  be  made  by  the  proxy.  If  an 
individual  can  make  even  some  decisions,  this  should 
be  supported  by  the  proxy. 

Determining  that  a  person  does  not  have  the 
capacity  to  make  their  own  health  and  related  personal 
care  decisions  should  not  be  taken  lightly,  since  it 
means  the  loss  of  the  fundamental  right  of  self- 
determination.  Except  in  cases  of  emergency  or  where 
the  individual  is  totally  incapable  of  communicating 
their  wishes  (for  example,  the  individual  is  unconscious 
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or  in  a  coma),  the  government  is  proposing  that  two 
independent  doctors  trained  in  the  judging  of  mental 
capacity,  would  be  required  to  determine  whether  an 
individual  does  not  have  the  capacity  to  make  a  health 
care  decision,  and  therefore,  the  capability  to  make  an 
advance  directive.  In  addition,  anyone  who  was  judged 
incapable  of  making  an  advance  directive  or  making 
decisions  about  their  own  health  and  related  personal 
care  would  be  informed  of  that  judgement  and  would 
be  able  to  appeal  to  the  courts. 

Do  you  agree  that  it  should  be  very  easy  to 
demonstrate  mental  capacity  and  more  difficult 
to  prove  mental  incapacity? 


Children  and 
advance  directives 


Unlike  adults,  who  should  be  assumed  to  have 
the  capability  to  make  an  advance  directive  unless  it  is 
proven  otherwise,  children  are  only  assumed  to  have 
capability  to  make  a  directive  if  two  doctors  attest  to 
their  capacity  to  make  a  health  care  decision.  In 
Alberta,  parents  or  guardians  usually  make  these 
decisions  for  their  children.  But  some  older  children  do 
have  the  maturity  to  understand  the  probable  impact  of 
making,  or  not  making,  certain  health  care  decisions. 
Every  day,  doctors  are  faced  with  the  question  of 
whether  particular  children  who  are  seeking  medical 
care  independently  from  their  parents  have  the  capacity 
to  make  their  own  decisions. 

The  government  is  proposing  that  a  child  who  is 
judged  by  two  doctors  trained  in  assessing  capacity  as 
having  the  necessary  maturity  to  make  health  care 
decisions  potentially  also  has  the  capability  to  make  an 
advance  directive. 

Do  you  think  that  mature  children  should 
have  the  right  to  make  an  advance  directive? 
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Making  an 
advance  directive 


Changing  or 
cancelling  an 
advance  directive 


Making  an  advance  directive  will  be  very  much 
like  making  a  will.  You  would  need  to  write  down 
instructions  about  your  health  and  related  personal  care 
if  you  became  unable  to  make  your  own  decisions. 
You  could  also  name  someone  to  make  these  decisions 
for  you  and  to  explain  to  the  health  care  practitioners 
what  you  would  have  wanted  if  you  still  could  make 
your  own  decisions.  You  would  have  to  sign  and  date 
the  advance  directive  and  have  someone  else  witness 
your  signature.  If  you  named  a  proxy  to  make  a 
decision  on  your  behalf,  you  should  also  make  sure 
that  the  person  is  willing  to  make  health  and  related 
personal  care  decisions  for  you,  if  you  are  not  able  to 
do  so. 


You  could  change  or  cancel  an  advance  directive 
at  any  time  and  for  any  reason  as  long  as  you  are 
mentally  capable  to  do  so.  Changing  or  cancelling  an 
advance  directive  will  be  as  simple  as  making  the 
directive  in  the  first  place.  You  could  replace  an 
advance  directive  at  any  time  by  making  a  new  one. 
You  could  get  rid  of  an  old  directive  by  tearing  up 
your  directive,  by  stating  in  writing  your  desire  to  get 
rid  of  the  directive,  or  by  giving  oral  instructions  to 
get  rid  of  the  directive,  if  two  adults  witness  the 
instructions.  If  you  wanted  to  change  the  person  you 
had  named  as  your  proxy,  you  could  add  that  to  the 
directive. 


The  government  is  proposing  that  you  are  the 
only  person  who  can  change  or  get  rid  of  your 
directive  except  in  one  special  situation.  If  you  are 
married  and  your  spouse  is  named  as  your  proxy,  this 
appointment  would  cease  if  you  got  divorced  unless 
you  specifically  said  you  wanted  that  person  to  be  your 
proxy  after  your  divorce  as  well. 

What  do  you  think  about  the  proposed  process  of 
making,  changing  and  cancelling  your 
advance  directive? 
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You  can  name  any  adult  you  know  and  trust  to 
Naming  a  proxy  make  health  and  related  personal  care  decisions  for  you 

—   if  the  time  comes  when  you  can't  make  those  decisions 

for  yourself.  This  person  does  not  have  to  be  related  to 
you  by  blood  or  marriage  -  it  could  be  your  best 
friend,  your  business  partner  or  your  common-law 
spouse.  It  can  be  anyone  that  you  feel  comfortable  with 
to  make  health  care  decisions  for  you  if  you  can't 
make  them  yourself. 

You  could  also  name  a  group  of  people  (such  as 
your  parents  and  your  adult  children)  or  the  holder  of 
a  specific  office  (such  as  the  head  of  a  religious  group 
or  order).  Or,  you  could  name  one  person  as  your 
main  proxy,  and  name  another  person  as  an  alternate 
in  case  your  main  decision-maker  was  not  available  or 
could  not  make  decisions  for  you  for  some  other 
reason. 

The  only  requirements  are  that  whoever  you 
name  as  your  proxy  must  be  an  adult  willing  to  make 
decisions  on  your  behalf,  and  must  be  mentally  capable 
of  making  any  health  and  related  personal  care 
decisions  that  may  be  required. 

Should  there  be  any  other  conditions 
in  naming  an  individual  as  a  proxy? 


If  it  is  important  to  you  and  it  involves  your 
Content  of  an  health  and  related  personal  care,  you  can  include  it  in 

advance  directive  y°ur  advance  directive.  Some  things  that  you  might 

^^^^^^^^^^^^         want  to  include  are: 

•  a  list  of  particular  medical  treatments  that  you 
want  to  give  your  permission  for  under  specific 
circumstances 

•  a  list  of  particular  medical  treatments  that  you 
do  not  want  under  any  circumstances 
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•  instructions  regarding  health-related  personal 
care  under  specific  circumstances 

•  instructions  regarding  organ  donation 

•  information  about  your  religious,  cultural, 
ethical  or  other  personal  beliefs  that  would  help 
a  person  making  decisions  for  you 

•  the  name  and  address  of  the  person  or  persons 
that  you  want  to  name  as  your  proxy 

•  the  name  of  any  person  or  persons  that  you  do 
not  want  as  your  proxy  under  any  circumstances 

•  instructions  for  your  health  care  practitioner(s) 
in  case  the  persons  you  have  named  as  a  group 
as  your  proxy  cannot  agree  on  a  decision 

You  do  not  have  to  include  all  of  these  items  in 
your  directive,  but  you  must  include  at  least  one  of 
these  items  to  make  your  directive  valid. 

Are  there  any  other  things  that  you  would 
like  to  include  in  your  directive  that 
are  not  included  in  this  list? 


Effective  date  for 
an  advance 
directive 


Your  advance  directive  will  take  effect  at  the 
point  when  you  no  longer  have  the  capacity  to  make 
health  care  decisions  for  yourself.  This  occurs  when 
you  cannot  understand  the  information  you  need  to 
make  a  decision,  and  you  cannot  judge  the  probable 
results  of  making  or  not  making  a  particular  decision. 
Your  directive  will  stay  in  effect  until  you  are  able  to 
make  decisions  for  yourself  again. 

Are  there  any  other  circumstances  in  which  you 
would  want  your  directive  to  take  effect? 
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Alternative 
decision-makers 


There  are  a  lot  of  reasons  why  you  might  not 
have  an  advance  directive.  Perhaps  you  just  didn't  get 
around  to  it,  or  perhaps  you  don't  like  to  think  about 
a  time  when  you  are  unable  to  make  decisions  for 
yourself.  If  you  haven't  made  an  advance  directive  and 
you  can't  make  decisions  for  yourself,  and  you  don't 
already  have  a  guardian  appointed  under  the  Dependent 
Adults  Act  or  identified  under  the  Mental  Health  Act, 
a  list  of  close  relatives  by  blood  or  through  marriage 
would  be  used  to  select  someone  to  act  as  a  proxy  for 
you.  This  person  would  have  the  same  powers  and 
responsibilities  as  a  proxy  named  in  a  directive. 

A  health  care  practitioner  trying  to  find  a  person 
to  make  a  decision  for  you  would  choose  the  first  adult 
person  on  the  list,  unless  that  person  was  unavailable. 
Then,  the  second  adult  would  be  chosen,  and  so  on.  A 
health  care  practitioner  would  also  turn  to  the  list  if  the 
person(s)  you  had  named  in  your  advance  directive  was 
not  available  when  needed  in  an  emergency.  The 
proposed  list  includes  the  following  adult  relatives: 


your  husband  or  wife 


your  children 


•  your  father  or  mother  or  guardian 

•  your  brother(s)  or  sister(s) 

•  your  grandparents 

•  your  grandchildren 

•  your  aunt(s)  or  uncle(s) 

•  your  nephew(s)  or  niece(s) 

If  none  of  these  people  were  available  to  make 
a  decision  on  your  behalf,  then  the  Public  Guardian  or, 
if  you  are  a  minor,  a  director  under  the  Child  Welfare 
Act  would  make  the  decisions.  No  matter  what  the 
circumstances,  it  will  always  be  clear  to  your  health 
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care  practitioners  which  person  is  responsible  for 
making  a  decision  for  you. 

If  you  are  married  and  your  husband  or  wife  is 
under  age  18,  he  or  she  would  not  be  able  to  make 
health  and  related  personal  care  decisions  on  your 
behalf. 

It  might  happen  that  the  person  you  named  as 
your  proxy,  or  the  person  highest  on  the  list,  cannot  be 
reached  in  time  to  make  a  critical  decision,  and  then, 
at  a  later  time,  that  person  becomes  available  to  make 
decisions  for  you.  In  such  cases,  it  is  proposed  that  the 
decision-making  authority  return  to  the  person  you 
originally  named,  or  to  the  person  highest  on  the  list. 
That  person  would  be  responsible  for  notifying  the 
acting  proxy  and  the  health  care  practitioner  of  his 
availability. 

By  putting  this  list  into  the  new  legislation,  your 
closest  relatives  will  have  the  legal  authority  to  make 
decisions  on  your  behalf  (which  they  do  not  have  now) 
even  if  you  do  not  make  an  advance  directive.  In  most 
cases,  your  closest  relatives  are  more  likely  to  know 
what  you  would  want  in  particular  circumstances  than 
anyone  else.  Without  this  list  to  reflect  who  makes 
decisions  for  you  if  you  haven't  named  someone  to  do 
so,  the  health  care  practitioners  caring  for  you,  who 
may  not  know  what  you  want,  would  have  to  make  the 
decision  themselves. 

Is  the  use  of  a  list  a  good  idea? 


Order  of  family 
members  on  list 


The  government  is  asking  for  your  views  on  the 
use  of  a  list  and  on  the  order  of  those  on  the  list.  Of 
course,  you  could  override  the  use  of  a  list  by  writing 
an  advance  directive  and  appointing  a  proxy  or  several 
proxies.  You  could  also  name  any  individuals  in  your 
directive  who  you  would  not  want  as  your  proxy  under 
any  circumstances. 

Are  your  relatives  on  the  list  in  the  right  order? 
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Restrictions  on 
proxy's  authority 


Some  medical  procedures  appear  to  fall  into  the 
scope  of  health  and  related  personal  care,  but  may  not 
actually  benefit  the  health  of  the  individual  undergoing 
the  procedure.  Such  procedures  are  often  beneficial  to 
another  person  or  to  society  as  a  whole.  These 
procedures  include: 


•  medical  treatment  if  its  main  purpose  is  research 

•  psychosurgery 

•  sterilization  that  is  not  medically  required  to 
protect  your  health 

•  removing  tissue  from  your  body  while  you  are 
alive,  for  transplantation  to  another  person  or 
for  medical  education  or  research 


The  government  is  proposing  that  a  proxy  be 
restricted  from  consenting  to  these  procedures  on 
behalf  of  an  individual,  unless  the  individual 
specifically  consents  to  such  procedures  in  a  directive. 

Do  you  agree  with  these  restrictions?  Should 
there  be  others? 


Safeguards 


Naming  someone  as  a  proxy  to  make  health  and 
related  personal  care  decisions  for  you,  or  depending 
on  close  relatives  selected  from  the  list  if  you  haven't 
made  an  advance  directive,  is  an  act  of  trust.  The 
government  wants  to  ensure  that  your  wishes  are 
followed  at  all  times.  Thus,  any  "interested  party"  will 
have  the  authority  to  raise  a  concern  with  the  courts  if 
they  think  that  you  would  not  want  the  decision  that 
your  proxy  is  about  to  make.  This  "interested  party" 
might  be  another  member  of  your  family  who  does  not 
have  authority  to  make  decisions  for  you  (perhaps  a 
distant  relative  like  a  great  aunt  or  second  cousin).  It 
could  be  a  close  friend,  or  the  patient  in  the  next  bed. 
And  certainly,  your  doctors  and  other  health  care 
practitioners  would  be  "interested  parties". 
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The  courts  will  hear  these  objections  to  ensure 
that  your  wishes  are  respected.  If  your  proxy  continues 
to  make  inappropriate  decisions,  then  these  same 
"interested  parties"  could  take  the  person  to  court  and 
petition  to  have  them  removed  permanently  as  your 
proxy.  In  this  case,  the  person  you  had  identified  as 
your  alternate  proxy  in  your  directive  would  take  over. 
Or  if  you  have  not  made  a  directive  or  have  not  named 
an  alternate  proxy,  then  the  closest  relative  from  the 
list  of  alternate  decision-makers  would  take  over  the 
responsibility  to  make  decisions  for  you. 

Are  these  safeguards  sufficient  to  ensure  that 
the  decisions  made  for  you  will  continue  to  be 
what  you  wanted? 


Acting  as  a  proxy 


If  you  are  asked  to  be  a  proxy  for  someone,  you 
must  consider  whether  you  are  willing  to  take  on  what 
might  be  a  life  and  death  decision  for  another  person. 
Your  agreement  is  required  before  you  can  act  as  a 
proxy.  If  you  find  out  during  an  emergency  that  you 
have  been  named  as  the  proxy  without  your  agreement 
you  could  simply  refuse  to  accept  the  responsibility.  If 
you  refuse,  then  any  alternative  proxy  named  in  the 
advance  directive  would  become  responsible  for 
decision- making.  Or  if  there  were  no  alternative 
named,  then  the  decision-making  authority  would  move 
to  the  closest  relative  on  the  list  who  had  not  been 
barred  in  the  advance  directive. 


If  you  accept  responsibility,  you  should  become 
as  familiar  as  possible  with  the  full  contents  of  the 
individual's  advance  directive.  You  should  also  discuss 
the  individual's  wishes  under  various  circumstances 
with  them  until  you  feel  comfortable  that  you  could 
make  the  same  decision  the  individual  would  have 
made  for  him  or  herself  under  a  variety  of 
circumstances.  As  time  passes,  you  should  keep  in 
close  contact  with  the  individual  so  that  you  will  be 
aware  if  he  or  she  changes  the  advance  directive,  or 
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changes  his  or  her  mind  about  what  decision  would  be 
preferred. 

You  should  also  consider  where  you  stand  on 
the  proposed  list  of  decision-makers  for  your  own 
close  relatives  who  may  not  have  made  an  advance 
directive.  For  example,  if  you  are  married,  and  your 
spouse  or  your  unmarried  adult  child  has  not  made  an 
advance  directive,  you  could  be  the  first  person  called 
upon  to  make  decisions  on  their  behalf. 


Guidelines  for 
proxy  decision- 
making 


If  the  time  comes  that,  with  your  consent,  you 
are  given  the  authority  to  make  decisions  for  someone 
else,  and  a  decision  must  be  made,  you  will  be 
expected  to: 

•  follow  any  clear  and  unequivocal  instructions  in 
the  written  advance  directive.  If  the  instructions 
are  not  clear  or  not  relevant  to  the  actual 
circumstances,  then  you  would  be  expected  to: 

•  make  a  decision  which  is  as  close  as  possible  to 
the  decision  you  believe  that  the  individual 
would  have  made  for  himself  or  herself,  based 
on  the  individual's  known  beliefs  and  values, 
even  if  it  is  not  what  you  would  decide  for 
yourself.  If  you  don't  know  what  the  person 
would  have  decided  for  himself  or  herself,  then 
you  would: 


make  a  decision  which  you  consider  to  be  in 
that  person's  best  interests. 


The  government  is  proposing  that  these 
guidelines  be  used  whenever  health  and  related 
personal  care  decisions  are  made  on  behalf  of  an 
incapacitated  individual.  In  order  to  do  this,  a 
guardian  appointed  under  the  Dependent  Adults  Act  or 
identified  under  the  Mental  Health  Act,  would  have  to 
follow  these  decision-making  guidelines. 
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Do  you  agree  that  a  decision  made  for  another 
person  must  be  as  close  as  possible  to  the  decision 

that  person  would  have  made  for  himself, 
regardless  of  how  different  from  your  own  beliefs 
that  decision  may  be? 


Letting  others 
know  you  have  an 
advance  directive 


There  are  a  lot  of  things  you  can  do  to  make 
sure  that  others  know  you  have  an  advance  directive, 
including: 

•  noting  the  location  of  your  directive  on  your 
Alberta  Personal  Health  card  or  Driver's 
License 


•  making  sure  that  your  close  relatives  know  you 
have  a  directive  and  where  they  can  find  it 

•  giving  a  copy  of  your  directive  to  your  doctor(s) 
or  other  health  care  practitioner(s). 

•  giving  a  copy  of  your  directive  to  your  lawyer 

•  making  sure  that  the  person  you  have  named  as 
your  proxy  has  a  copy  of  your  directive 


Another  possibility  could  involve  setting  up  a 
secure,  confidential  registry  for  advance  directives  that 
health  care  practitioners  could  access  by  computer. 

What  do  you  think  about  a  formal  computerized 
registry  for  advance  directives? 


Existing  advance 
directives 


Unless  the  proposed  legislation  is  passed  by  the 
government,  your  current  living  will  has  no  legal 
force,  although  most  doctors  will  take  your  stated 
wishes  into  account.  When  advance  directives 
legislation  is  passed,  you  should  review  your  living 
will  to  make  sure  that  it  meets  the  minimal 
requirements  for  signatures  or  any  other  things 
required  by  the  new  legislation.  It  is  most  likely  that 
you  will  not  need  to  make  any  changes  since  the 
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proposed  legislation  will  support  maximum  flexibility 
for  individuals  in  writing  an  advance  directive. 

Should  the  legislation  validate  living  wills 
which  were  made  before  the  legislation  is  passed? 

If  you  have  made  an  advance  directive  naming 
Need  for  a  proxy,  then  the  advance  directive  could  replace  the 
guardianship  need  to  go  to  court  to  have  a  guardian  appointed  to 
  make  health  and  related  personal  care  decisions. 

In  cases  where  the  need  for  a  decision-maker 
continues  for  a  long  period  of  time  and  is  likely  to 
remain  permanent,  it  may  be  desirable  for  decision- 
makers who  are  appointed  from  the  list,  rather  than 
named  as  a  proxy  in  an  advance  directive,  to  obtain 
permanent  guardianship  from  the  courts. 

What  do  you  think? 

There  are  several  areas  where  individuals  or 
Appeals  to  the  "interested  parties"  may  want  to  appeal,  including  the 

Courts  following  cases: 

_  „_         ^      a  judgement  that  the  individual  is  mentally 

incapacitated  and  not  able  to  make  decisions  for 
themselves 

•  the  assumption  of  mental  capacity  (for  an  adult) 
or  the  verification  of  capacity  (for  a  child),  and 
the  validity  of  an  advance  directive 

•  the  determination  of  who  is  allowed  to  act  as  a 
proxy 

•  a  particular  decision  that  is  about  to  be  made  by 
a  proxy,  if  it  is  felt  that  the  decision  is  not  what 
the  individual  would  have  wanted 

The  proposed  legislation  suggests  that  the  courts 
hear  appeals  such  as  those  identified  above.  After 
legislation  on  advance  directives  is  passed,  an  appeal 
panel  could  be  established  to  deal  with  appeals  or 
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objections  rather  than  referring  all  issues  directly  to  the 
courts.  If  an  individual  or  interested  party  is  not 
satisfied  with  a  decision  of  the  panel,  he  could  still 
appeal  to  the  courts. 

Do  you  think  that  an  appeal  panel  should  be 
established? 


Other  matters  in 
the  legislation 


Who  will  benefit 
from  the 
legislation 


Summary 


All  of  the  key  issues  which  are  addressed  in  the 
proposed  legislation  are  identified  in  this  document. 
The  results  of  the  feedback  obtained  from  Albertans  will 
shape  the  final  legislation.  In  addition,  like  most  pieces 
of  legislation,  there  are  also  a  number  of  administrative 
matters  addressed  by  the  bill,  such  as  making 
amendments  to  other  related  legislation,  providing  for 
ministerial  regulatory  authority,  etc. 


Any  Albertan  who  wants  to  get  more  control 
over  what  will  happen  to  their  health  and  related 
personal  care  if  they  should  become  incapable  of 
making  decisions  for  themselves  will  benefit  from  this 
proposed  legislation.  The  families  of  individuals  who 
make  an  advance  directive  will  feel  more  comfortable 
knowing  that  the  decisions  being  made  are  what  the 
individual  wanted.  Doctors  and  other  health  care 
practitioners  will  have  clear  guidelines  to  follow  in 
providing  health  and  related  personal  care  for  an 
incapacitated  individual  and  will  be  able  to  work  closely 
with  an  identified  proxy  in  making  decisions  for  that 
individual. 


This  important  piece  of  legislation  will  enhance 
individual  control  over  critical  decisions  regarding 
health  and  related  personal  care  in  the  event  of  mental 
incapacity.  A  number  of  Albertans  have  expressed  a 
desire  to  gain  this  additional  control.  This  discussion 
paper  identifies  the  key  issues  in  the  proposed 
legislation.  Your  comments,  opinions  and  views  on 
these  issues,  or  on  any  other  matter  that  you  might  wish 
to  address,  are  encouraged.  Your  comments  can  make 
a  difference. 
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PLEASE  SEND  YOUR  COMMENTS  TO: 

Honourable  Shirley  McClellan 
Minister  of  Health 
127  Legislature  Building 
10800  -  97  Avenue 
Edmonton,  Alberta 
T5K  2B6 


YOUR  VIEWS  ARE  IMPORTANT! 


These  pages  have  been  prepared  to  assist  you  in  providing  feedback  to  the  Honourable 
Shirley  McClellan.  Please  take  a  few  moments  of  your  time  to  fill  out  this  survey  on  the 
issues  raised  in  Decisions  about  Tomorrow:  Directives  for  Your  Health  Care. 

Each  statement  could  have  a  number  of  responses.  There  are  no  right  or  wrong 
answers.  It  is  important  that  you  let  the  government  know  how  you  feel  on  these  critical 

issues.  Please  indicate  whether  you: 

Strongly  Agree  -  check  the  "SA"  box 
Agree  -  check  the  "A"  box 
Have  no  opinion  or  are  neutral  -  check  the  "N/R"box 
Disagree  -  check  the  "D"  box 
Strongly  Disagree  -  check  the  "SD"  box 


SA 

A 

N/R 

D 

SD 

1. 

The  Alberta  government  should  pass 
legislation  to  strengthen  individual  control 
over  future  health  and  related  personal  care 
decisions. 

2. 

The  legislation  should  allow  an  individual  to 
write  an  advance  directive  or  "living  will". 

3. 

The  legislation  should  allow  an  individual  to 
name  a  proxy  or  proxies  to  make  decisions 
on  his/her  behalf,  if  the  individual  becomes 
incapacitated. 

4. 

The  legislation  should  include  a  list  of  close 
relatives  who  could  be  called  on  if  an 
advance  directive  does  not  exist. 

5. 

The  proposed  principles  for  the  legislation 
are  appropriate. 
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SA 

A 

N/R 

D 

SD 

6. 

The  legislation  should  be  restricted  to  health 
care  decisions  only;  related  personal  care 
decisions  should  not  be  included. 

7. 

The  legislation  should  include  the  ability  to 
make  both  health  care  and  directly  related 
personal  care  decisions. 

8. 

The  legislation  should  include  the  ability  to 
make  health  care,  related  personal  care  and 
all  other  personal  care  decisions  not  related 
to  health. 

9. 

An  individual  making  an  advance  directive 
should  be  able  to  include  anything  about 
health  and  related  personal  care  that  is 
important  to  them. 

10. 

Two  independent  doctors  should  be  required 
to  determine  whether  an  individual  lacks  the 
capability  to  make  an  advance  directive. 

11. 

If  two  doctors  attest  to  the  maturity  of  a 
minor  child,  then  that  child  should  be 
allowed  to  make  an  advance  directive. 

12. 

An  advance  directive  should  be  considered 
valid  if  it  is  signed,  and  witnessed  by  one 
person. 

13. 

An  individual  should  be  able  to  choose  as  a 
proxy  either  a  single  person,  a  group  of 
persons  or  a  holder  of  a  particular  office. 

14. 

An  advance  directive  should  only  come  into 
effect  at  the  point  when  an  individual 
becomes  mentally  incapable  of  making  their 
own  decisions. 

15. 

If  an  individual  has  not  made  an  advance 
directive,  the  statutory  list  of  close  relatives 
should  be  used  to  determine  who  has 
authority  to  make  decisions. 
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16. 

The  Public  Guardian  should  be  the  default 
decision  maker  if  an  individual  has  no 
relatives  who  are  willing  or  able  to  make 
decisions  for  the  individual. 

17. 

A  proxy  should  be  restricted  from  consenting 
to  medical  procedures  of  no  benefit  to  the 
individual,  unless  otherwise  specified  in  the 
individual's  directive. 

18. 

Any  "interested  party"  should  have  the  right 
to  appeal  decisions  that  they  believe  do  not 
reflect  the  wishes  of  the  incapacitated 
individual. 

19. 

An  incapacitated  individual  has  the  right  to 
expect  that  decisions  made  on  his/her  behalf 
are  as  close  as  possible  to  the  decisions 
he/she  would  have  made  personally. 

20. 

The  government  should  establish  a  province- 
wide  computer  system  for  the  voluntary 
registration  of  advance  directives. 

21. 

An  individual  should  be  required  to  register 
an  advance  directive  for  it  to  become  legal. 

22. 

A  living  will  made  before  the  legislation 
comes  into  force  should  be  accepted  as  a 
valid  advance  directive. 

23. 

If  an  individual  has  named  a  proxy,  and 
long-term  decision-making  is  required,  that 
proxy  should  not  have  to  obtain  guardianship 
under  the  Dependent  Adults  Act  in  order  to 
make  health  and  related  personal  care 
decisions. 
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24.  If  an  individual  has  a  proxy  selected  from 
the  list,  and  long-term  decision-making  is 
required,  that  proxy  should  not  have  to 
obtain  guardianship  under  the  Dependent 
Adults  Act  in  order  to  make  health  and 
related  personal  care  decisions. 

25.  The  government  should  establish  a  separate 
appeal  mechanism  to  hear  most  appeals 
instead  of  referring  all  appeals  directly  to  the 
courts. 

26.  Difficult  issues  should  be  settled  by  appeal  to 
the  courts. 


27.     I  think  this  legislation  is  an  excellent  idea. 


28.     I  intend  to  write  an  advance  directive  as  soon 
as  the  legislation  is  proclaimed. 


It  would  be  helpful  to  know  a  little  bit  of  information  about  you  in  order  to  help 
us  to  analyze  the  responses  to  this  survey.  It  would  be  appreciated  if  you  could  also 
answer  the  following  questions: 


Age:    □  Under  18  years  old 

□  18  to  30  years  old 

□  31  to  45  years  old 

□  46  to  60  years  old 

□  61  to  75  years  old 

□  76  years  old  or  older 


Area  in  Alberta: 


□  Edmonton 

□  Calgary 

□  Urban  north 

□  Rural  north 


Marital  Status: 


□  Urban  central 

□  Rural  central 

□  Urban  south 

□  Rural  south 


□  Single 

□  Married  or 
living  together 

□  Divorced  or  Separated 

□  Widowed 


Gender: 


□  Male 

□  Female 


Health  professional/ work  in  the  health  system: 


□  Yes    □  No 
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PLEASE  USE  THIS  PAGE  TO  EXPRESS  ANY  OTHER  VIEWS,  OPTIONS, 
ALTERNATIVES,  OR  IDEAS  ABOUT  THE  PROPOSED  LEGISLATION.  YOU 
MAY  USE  ADDITIONAL  SHEETS  IF  REQUIRED.  WE  WELCOME  YOUR 
COMMENTS  AND  CONCERNS. 


PLEASE  SEND  YOUR  COMMENTS  BY  DECEMBER  31.  1994  TO: 

Honourable  Shirley  McClellan 
Minister  of  Health 
127  Legislature  Building 
10800  -  97  Avenue 
Edmonton,  Alberta 
T5K  2B6 
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